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This involves adequate consent
procedures and review processes that
guarantee that the research is of such
quality that it should meaningfully
contribute to scientific knowledge about
the disease.

What is the role of living wills, and II do
not resuscitate" with respect to our
elderly citizens?

2) The individual's obligation to society:

What is the correct balance between
individual freedoms and public risk? At
what point does the right of someone
with dementia to operate a motor
vehicle or handle burning or heated
materials (matches, cigarettes, stoves)
need to be abridged to protect public
safety? This involves a risk-benefit
analysis, but the question of how much
risk is tolerable has important ethical
dimensions.

B. THE INDIVIDUAL AND THE FAMILY.

Which member of the family should
represent the individual when he or she
cannot make competent decisions? How
are disagreements among family members
resolved?

What obligation does the family have to
the individual to keep them in familiar
surroundings cared for by members of the
family?

What role should each member of the
family play (financially, emotionally and
physically) in caring for the member with
dementia?

C. THE FAMILY AND SOCIETY.

1) The family's obligation to society:

What obligation does the family have to
care for the patient with dementia in
order to minimize the public expense of
housing and treatment?

What obligation does the family have to
society to make sure an autopsy is
performed in order that others with the
disease or who will get the disease may
benefit?

2) Society's obligation to the family:

What obligation does society have to
minimize the financial, physical and
emotional burdens on the family
attendant to caring for someone with
dementia?

What obligation does society have to
ensure that the cost to each family for
the care of an individual with
Alzheimer's Disease or a related
disorder is proportional to the family's
resources?

D. SOCIETY AND SOCIETY.

What obligation does society have to the
general public welfare to support
biomedical research (including autopsy) in
order to advance knowledge of the
disease?

What obligation does society have to the
general public welfare to monitor those at
high-risk for dementia in relationship to
potentially dangerous activities such as
driving or cooking? In ambiguous cases
should the balance tip toward individual
freedom or public safety?

11. What are the important issues
for families involved with
Alzheimer's Disease?

Over 80% of all home care is provided to the
elderly by family caregivers. To Alzheimer's
victims' families this means the provision of
personal care, initiation of all activities, and
provision of mobility assistance. The financial
burden on the family is enormous. The stress
caused by all this results in family
dysfunction manifested as physical
problems, depression, and family conflicts.

Since Alzheimer's Disease moves so slowly in
most cases, the durability and quality of care
provision by the family can deteriorate
without extensive family support networks.
Education-about the disease and training for
the caregiver is also paramount for healthy
family functioning.

Family support groups are extremely
important but there is a desperate need for
services such as respite care, in-home
personal care, adult day care, legal assistance
and transportation.

It is a generally accepted fact that families
provide the vast majority of the care that is
required to help a person with Alzheimer's
Disease remain at home. Thus the issues of
public policy relate to the ways in which the
motivation of these families can be
maintained and enhanced. Because these
families have varying amounts of financial,
emotional and social resources,
governmental policy must cover a wide range
of family demands from the need simply for
information to the need for public

"There is a great need for
any help that can be made
available to families, like
respite care grants or any
type of help that can be
given because this disease
causes a physical,
emotional and a big
financial burden on the
families. Many families' life's
savings are going to pay
for the care of a loved one
and feaving the caregiver to
struggle through the 'golden
years'. "

A teen-age support group and
facilitator discuss their parenfs
affliction with Alzheimer's Disease
and its effect on them.
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subsidization of home care. In some
instances government funds are required and
in other cases government must stimulate the

. private sector to act. Two broad areas of
family need that require increased
governmental action are listed below:

A. INFORMATION: Families seeking help
and information often face a labyrinth of
sources of information. To help families,
government should:

1) Designate specific places where current,
accurate information regarding
Alzheimer's Disease and community
resources is available, then families who
have the capacity to solve their own
problems have the necessary
information to do so.

2) Make publicly funded case
management available to families so
that case managers can give these
families professional assessments,
advice and advocacy; this service
should be available on a sliding fee
scale.

B. SERVICES: Governmental responsibility
can be divided into the following areas:

1) Quality Assurance: State laws are
needed to ensure that
community-based care, which is either
privately or publicly purchased, meets
minimal standards of safety. Currently
there are no such Minnesota state laws
or rules.

2) Financial Subsidization: In order for
some families to provide care for the
years that Alzheimer's victims remain at
home, the families need relief or respite
c<;ire. These families cannot necessarily
afford to pay fully for respite care, so
some government funds are needed to
provide services on a sliding fee scale.

3) Development of New Services:
Government should work to stimulate
the creation of new services that meet
the needs of families.

Government can directly fund the
service development and it can do the
market research that will encourage the
private sector to develop services. Some
of the community-based services that
need attention are in-home respite care,
caregiver support groups, mental health
counseling for caregivers, private case
management, and financial/estate
planning.

4) Changes in Nursing Home Care:
Families who finally must have their
Alzheimer's victim enter a nursing
home are abruptly denied any
continuing role in the care of their loved
ones. Most nursing homes don't give
family members specific responsibilities
for ongoing care, yet some families
want to remain involved. Through
changes in state law and rules that
govern nursing home care, families
could elect to provide some care to their
institutionalized family member and
receive financial remuneration.



SPECIAI.IZED TESTIMONY

1. David Drachman, M.D., Professor and
Chairman, Department of Neurology,
University of Massachusetts Medical
School, and Chairman of the Medical and
Scientific Advisory Board of the
Alzheimer's Disease and Relfted Disorcj.ers
Association. -

Dr. Drachman pointed out that there are
multiple goals in the overall approach to
Alzheimer's Disease. He said that if there
was a specific etiology for the disease or a
specific cure much of the conversation
would be obsolete, however this is not the
case. He said that research should be
carried out at many levels, which are
elucidated under questions and answers of
number six earlier in this report.

He suggested that goals for a task force
such as this one are to provide information
to patients and families, specifically with
respect to such options as day care and
respite care. He also pointed out that
institutional beds are dwindling, and 1/at
the end of the road these must be
available" .

He pointed out that the Massachusetts
Task Force is still in existence, meets
frequently and has managed to get some
funds allocated for respite care and day
care.

Dr. Drachman said that he felt eventually
Alzheimer's Disease was going to be
shown to be a molecular/genetic disease.
He thinks that gene regulation is the key
issue, and that what down regulates or
activates these genes is going to be
important. He says there is no change in
the pathology of the Alzheimer's patient's
brain that doesn't occur in normal aging
except that it occurs earlier and in much
larger numbers in Alzheimer's Disease. He
feels that to understand the mechanics of
gene regulation will take several decades.

At a second level he suggested appropriate
treatments are very possible which would
include appropriate provisions of care. He
emphasized the fact that personal, social,
legal, and financial aspects of Alzheimer's
Disease can't be ignored, and need
research.

2. Nancy Mace, member of the Maryland
Task Force on Alzheimer's Disease, as well
as co-author of the book The 36 Hour Day
spoke to the task force via teleconference.

She talked about the Maryland Task Force
and suggested that the Minnesota task
force should contact all interested groups,
particularly where legislation is
contemplated. She felt that there is a need
for better coordination of existing agencies
and suggested that volunteer
organizations are often helpful. She
suggested that things such as respite care
are certainly very important but can fail if
they are not done in conjunction with
other programs. She stressed that families
must know what services are available.

Ms. Mace pointed out that Maryland did
fund research with respect to state issues
such as health care delivery. She agreed
that catastrophic health insurance was an
issue of major importance. She spoke of
the Office of Technology Assessment
report on Alzheimer's Disease available
nationally and strongly suggested that this
be reviewed.

3. Wes Skoglund, State Representative,
Minnesota Legislature. Representative
Skoglund pointed out that the human
costs to Alzheimer's Disease are
incalculable and went on to describe the
legislative process to the task force. He
suggested carefully selecting authors for
bills and said it would be important to
request a fiscal note early. He offered
whatever technical assistance the
committee would like in getting their
findings to the level of theC,Legislature.

4. Kathleen Davis, Legal Aid. Ms. Davis is
involved with Alzheimer's Disease with
respect to education. She said that her
clients are frequently family members who
are not only dealing with shock and guilt
but have deep financial problems. She
recommended that concerned individuals
such as spouses should seek legal advice
and advice regarding what social services
are available.

Ms. Davis pointed out that health
insurance will not adequately allow home
health care or long term care. She felt
clarification should occur in HMO
contracts which should be in simpler
language. She asked that options be
carefully laid out for people with respect to
home health care and suggested that it was
a problem that assets must be reduced to
$3,000 to apply for MA.

Dr. Ronald Petersen discusses
input from Dr. Drachman.
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5. Pamela Parker, Executive Director of the
Interagency Board for Quality Assurance,
Minnesota Departments of Health and
Human Services. She spoke of long term
care services to numbers of people with
Alzheimer's Disease. She suggested trying
to build a sensible system which would not
force divorce of a spouse. She said
presently the state is paying approximately
one half of nursing home revenues and is
looking very closely at increasing funding
for home care. She passed out a recently
published DHS book on long term care.

Ms. Parker said that the state is currently
applying for a waiver for adult disabled,
people 21 to 65 years old, and hopes for

. approval by December of 1986.

She also suggested that preadmission
screening documents should have some
uniformity and that diagnoses are not
always consistent throughout the state.
She added that training is important and
also pointed out the eleven care levels that
are looked at in reimbursement.

6. L. Ronald French, Ph.D., Minnesota
Department of Health. Dr. French spoke
about epidemiology and passed out some
work being done in this area. He said that
the diagnosis of Alzheimer's Disease is one
of exclusion with an insidious mode of
onset. Measures of incidence are not good.
Prevalence studies suggest that 4 to 5% of
the population over age 65 is moderately or
more demented. If we apply this to 1980
Minnesota census of just over 4 million
people, this would leave 480,000 65 and
over, 19,000 demented and 9500 of these
with Alzheimer's Disease. He said that
statistics of people over age 80 find that
approximately 1 in 5 may have Alzheimer's
Disease.

7. Thomas Mackenzie, M.D. reported on
Leonard Heston's work at the University of
Minnesota with respect to research. He
suggested at first that his interview with
Dr. Heston indicated that there are no
promises for a quick cure. There are
certainly pilot projects which would be
useful with respect to respite care but also
pointed out the necessity for a
neuropathological lab and spoke of
autopsies on all state hospital patients
which were done in the past, and which
were quite useful.

These past studies have allowed Dr.
Heston to follow at risk families and
carefully assess his basic research interest.
He is looking at high risk families and has

suggested that "DNA banks," that is tissue
related to genetic research, should be
saved. Collecting samples of blood cells
such as lymphocytes would help. Then we
could look for a genetic predisposition of
the disease. He added that looking at
Down Syndrome is important.

8. Robert G. Riedel,' Ph.D., Professor of
Psychology, Southwest State University.
Dr. Riedel has had a specialized interest in
aging over the past 16 years and was chief
psychologist on the first Alzheimer's unit
in the VA hospital in Tacoma, Washington.
He was in Washington when the
Alzheimer's Disease and Related Disorders
Association was founded.

He said that when the numbers of elderly
in our counfry grow Alzheimer's Disease
grows as well. When the "baby boom"
generation enters its final one-third of life
in 2020, the problems with Alzheimer's
Disease will reach a very serious stage.

He feels as though Minnesota is the leader
in the United States in treatments
associated with Alzheimer's Disease, that
is with respect to nursing homes,
hospitals, and programs for the elderly. He
suggests this state take pride in its
accomplishments, but forge ahead
nonetheless. Dr. Riedel suggested that
rural Minnesota has a unique problem in
terms of lack of specialists and lack of
access to services. He suggested that the
committee review Dr. Brian Breuer's efforts
with Good Neighbor Homes in the
southwest part of the state.

He also suggested that geriatric specialists
be hired centrally and dispersed on an as
needed basis to more rural parts of the
state.

Specialized programs can work and
support groups and ancillary services for
families are important. It's important, Dr.
Riedel said, that overall stress levels be
minimized.



1. Alzheimer's Disease and Related
Disorders Association (ADRDA). In the
summer of 1979, five family caregivers of
patients diagnosed as victims of
Alzheimer's Disease met in Minneapolis to
discuss problems of mutual concern, and
to support one another in facing the
ravages of this and related dementing .
illnesses. Later in the Fall of the same year,
a group of some twenty-five caregivers and
professionals from across the United States
met in a downtown Minneapolis hotel, and
from this meeting the National
Alzheimer's Disease and Related Disorders
Association had its beginning. From a
nucleus of six charter chapters, of which
the Metro-Minneapolis/St. Paul chapter
was one, the national organization has
grown to 150 some chapters across the
nation. From the beginning, both our
chapter and the national association have
had three principal goals: family support,
education and public awareness, and
research.

There are now 28 active support groups in
the metropolitan area and throughout the
state. These groups meet once each month
to share information about their
experiences in caring for their family
member, to hear speakers discuss such
topics as handling stress and grief,
finances, and home nursing care. Current
literature is available to bring members up
to date on new developments in the field.
A quarterly newsletter goes to more than
4,000 family members, friends, and
professionals, and is a vital link to many
hundreds of families who are unable to
attend support group meetings.

The metro-Minneapolis/St. Paul chapter
has supported research activities at the
University of Minnesota, and through
National ADRDA's Medical and Scientific
Advisory Board. Family members are
encouraged to participate in various
research studies and to arrange for an
autopsy prior to the death of their loved
one.

2. William R. Frey II, Ph.D., Research
Director at the Alzheimer's Treatment and
Research Center at St. Paul Ramsey
Medical Center. He pointed out in a paper
to the task force that the Alzheimer's
Treatment and Research Center at St. Paul
Ramsey is actively engaged in both basic
and clinical research on Alzheimer's
Disease and other forms of dementing

illness. It has focused on developing
methods of treating and preventing this
devastating illness. In addition they are
actively pursuing the development of a
blood test for Alzheimer's Disease which
currently can only be diagnosed with
certainty by neuropathological
examination of brain tissue usually
performed after the death of the patient.
He notes assistance in research by a
national network of over 180 pathologists
who helped to establish a St. Paul Ramsey
Alzheimer's Brain Bank which is the
largest human brain bank specifically
devoted to the study of Alzheimer's
Disease. The state of Minnesota became
one of the first states in the union to
support research on Alzheimer's Disease
when in 1985 Governor Rudy Perpich
signed into law legislation introduced by
Representative Wes Skoglund to support
Alzheimer's research.

Dr. Frey noted recently reporting a
discovery of alteration in the nerve growth
promoting factor in the brains of
individuals with Alzheimer's Disease. This
discovery suggests a new treatment
direction for this disease. As a result they
are collaborating with the major
pharmaceutical producer of this special
nerve growth factor to initiate the clinical
trial with Alzheimer's patients at the end of
the year. They are hopeful that this and
other research at the Alzheimer's
Treatment and Research Center could
increase the level of functioning of
individuals with Alzheimer's Disease and
enable these patients to continue to live
independent, productive lives in the
community.

3. Nursing home pre-admission
screening/alternative care program. All 87
counties in Minnesota have pre-admission
screening programs that screen all nursing
home applicants. Thus counties have
contact with many Alzheimer's patients
and their families at the time of nursing
home application.

The screening program provides assistance
to nursing home applicants and their
families by making professional
assessments of each of the applicant's
living situations, discussing the services
available in the community, and when
appropriate, preparing a plan of care. For
people 65 years old and older, who are on
Medical Assistance (MA) or would be on

Family support group members
discuss the "36 Hour Day" faced
by caregivers of Alzheimer's
patients.
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MA within 180 days of admission to a
nursing home, the social worker/public
health nurse will also arrange for the
provision of community-based services. In
arranging for these services, the social
worker/public health nurse has alternative
care funds available which can be used to
supply seven services: home health aide,
homemaker, adult foster care, adult day
care, ~espitecareJ personal care, and case
management. " '

4. The University of Minnesota has several
different groups actively involved in
research in Alzheimer's Disease and
related areas. In addition to Dr. Len
Heston and Dr. Harry Orr working in the
area of molecular genetics in patients with
familial Alzheimer's Disease, Dr. Ashley
Haase in the Department of Microbiology
is studying the molecular biology of slow
virus diseases and their relationship to
Alzheimer's Disease. He recently
published an article in the journal Science in
which his laboratory showed that there are
molecular similarities between diseases
caused by slow viruses and Alzheimer's. In
addition, Dr. Jack Shepherd of the Dight
Institute is working with blood samples of
patients with Alzheimer's Disease in order
to develop a blood test for Alzheimer's
based on the detection of an enzyme
necessary to preserve the integrity of cells.
From the clinical viewpoint, Drs. David
Knopman and Thomas Mackenzie direct
an Alzheimer's Disease Clinic that has
been in operation for over four years.
Three hundred patients with memory
disorders have been evaluated. The clinic
has also been involved in three
experimental drug studies. One is
currently ongoing. Finally, the University
of Minnesota is working in collaboration
with Presbyterian Homes of Minnesota'
and has recently opened an Alzheimer
Unit in the nursing home at Langton Lake
Place for research and education in
Alzheimer's Disease.

5. The Mayo Clinic is actively engaged in the
diagnosis and care of patients with
Alzheimer's Disease and other forms of
dementing illnesses. Mayo has a team of
neurologists, psychiatrists, internists with
training in geriatrics, neuropsychologists,
speech pathologists, and social workers
who assess the patients, establish a
diagnosis and care for the patients through
all stages of the illness. Primary care
physicians with special training in
geriatrics care for 85 percent of nursing
home residents in the Rochester area.
Mayo is also conducting research on the

epidemiology of Alzheimer's Disease with
emphasis on determining age specific
incidence rates for the disorder. Due to the
unique nature of the medical record system
at the Mayo Clinic and the availability of
autopsy data for all of Olmsted County,
Mayo is able to generate reliable data
concerning the scope of Alzheimer's
Disease and related dementias. To the
extent that the figures from Olmsted
County are representative of Minnesota,
accurate figures regarding the scope of the
disorder are available from the Mayo data.

Additional research on refining the clinical
diagnosis through neuropsychological
testing is also underway. While no specific
treatments for Alzheimer's Disease are
currently available, Mayo plans to begin
pharmacologic trials to assist in the
diagnosis aRd to evaluate several possible
treatment alternatives. The Mayo Clinic
also cooperates with local agencies such as
the Alzheimer's Disease and Related
Disorders Association in dealing with the
social issues for the families of patients
with Alzheimer's Disease.

6. The Minneapolis VA Medical Center has
extensive resources available to eligible
veterans who are victims of dementing
illnesses and to the family caregivers of
these veterans. Through the GRECC
(Geriatric Research, Education, and
Clinical Center) program, veterans may
receive a multidisciplinary evaluation and
diagnosis of confusion; this, typically, is
done on an outpatient basis, but it may be
done on an inpatient basis if the situation
demands. GRECC will provide outpatient
management assistance to veterans who
are diagnosed with dementing conditions
and who continue to reside in the
community. This management assistance
includes consultation with the veteran's
primary physician, case management
support from nursing and social work
services, and caregiver education.
Inpatient placement can also be arranged
to deal with specific behavioral disorders
that might occur during the course of the
disorder. In addition, a limited amount of
respite care can be provided. GRECC will
also provide periodic examinations, on an
outpatient basis, to demented veterans
residing in nursing homes.

The VA Medical Center provides, in
addition to acute care services, a complete
continuum of extended care services to all
eligible veterans, including those afflicted
with demented conditions. These
extended care services include:
hospital-based home care; adult day health



care; community health nursing service;
and contract nursing home services. With
the opening of the replacement hospital in
the Fall of 1987, theMinneapolis VA will be
able to provide direct nursing home care.

The Minneapolis VA works closely with
the St. Cloud VA to provide services to
demented veterans. St. Cloud has recently
opened an Alzheimer's Unit, to provide
both respite care and behavioral training to
afflicted veterans. The St. Cloud program
also emphasizes work with family
caregivers.

7. The Duluth Human Development Center
(HOC) established in 1938, is a
community mental health center serving
southern St. Louis County, Lake County,
and Carlton County. Psychiatrist Peter S.
Miller, M.D., is active in the diagnosis of
dementias, including Alzheimer's Disease.
As well, HDC has improved services to the
elderly in general, including a special team
to coordinate psychotherapy, medication
management, and outreach work. Their
other psychiatrist, Gregory P. Bambenek,
M.D., consults weekly with the special
Alzheimer's-dementia unit in the nursing
home at Nopeming.

They are in the process of developing,
along with Miller-Dawn Hospital, an
outpatient dementia assessment clinic. Dr.
Miller and neuropsychologist Katherine
Wright are participating in this project and
beginning to consult with nursing homes
and to offer home visit assessments.

''l've tried to sum up and
generalize. It would be impossible
to tell you the effect on our family.
Short, brief occasional glimses of
the real person my mother-in-law
once was only accentuates the
loss and grief we feel every day.
She was a special lady. "

"Afy fervent wishes for Task Force
success in the program now being
undertaken. "
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